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Welcome

From Simon Denegri, 
Chair of INVOLVE

A warm welcome to 
the Winter issue of the 
INVOLVE newsletter.

Perish the thought that 
you are stranded by 
either snowdrifts or rising 
waters in these first few 

months of the year. But if so, then I promise you 
there is much in this issue to occupy you until the 
rescuers arrive.

And we have something for all ages: from a fine 
article focusing on the PEOPPLE project involving 
older people, to Louca-Mai Brady and Sophie 
Newbound’s look at supporting patient and 
public involvement in paediatric research.

I think you will also enjoy the Diabetes 
Research Network (DRN) Patient and Public 
Involvement (PPI) Working Group’s piece on 
public engagement in diabetes research. Martin 
Lodemore and his colleagues have done so much 
great work in the DRN over the years and it is good 
to be able to open this up to a wider audience. 
This is complemented by an article highlighting 
the benefits of involving women with gestational 
diabetes in research.  Continued>>
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INVOLVE Coordinating 
Centre news

New INVOLVE publication:  
Evidence Bibliography 4
This publication contains all of the references 
in our online Evidence library (formerly known 
as the invoNET library) up until October 2012. 
The Evidence library is an electronic library of 
references (reports and articles) that cover: 

n the nature and extent of public involvement 
in research, for example mapping public 
involvement 

n the impact of public involvement on research 

n reflections on public involvement in research. 

The library also includes other pieces of work that 
shed new light or provide a new perspective on 
public involvement in research. 
www.invo.org.uk/posttypepublication/invonet-
bibliography-4/

New INVOLVE publication: Developing 
training and support for public involvement 
in research
This report is for people who are planning training 
and support for public involvement in research. 
Part of a larger online resource, it offers a general 
overview of the things to think about when 
developing training and support packages for 
members of the public, researchers or both.  
http://tinyurl.com/c2jhmor

We naturally look back at our amazingly successful 
Conference in Nottingham last year with a centre-
spread report and photos. I am sure none of you 
will ever forget Sir Iain Chalmers’ fantastic keynote 
speech and his impassioned plea to us to do more 
to stand up for patient rights in research. Some of 
you may already be following the campaign on the 
registering and reporting of clinical trials  
www.alltrials.net. If not, please take a look.

A few weeks ago I was looking through your 
responses to our Conference survey (report 
available shortly) and could not help but feel 
humbled by your positive comments. I was also 
encouraged by the voices urging INVOLVE to 
be bolder and to press on with its vital work. We 
have much to do, that’s for sure, but focus will be 
important.

Often when I do talks up and down the country 
people come up to me and say: “I didn’t know 
where to start until I came across INVOLVE’s 
publications and its website.” Or something along 
those lines anyway. So I am not surprised to hear 
this echoed in the Conference survey. We need to 
build on the great work we did on the website last 
year so people know we are there for them. And 
you can help by giving your copy of the newsletter 
to colleagues or emailing them the website link and 
asking them to sign up.

Of course, the need for help and support does 
not end after people take those first few tentative 
steps on the path to public involvement. In my 
experience, it is ongoing. Alison Faulkner and 
colleagues’ constructive article in this issue on 
mentoring service user researchers addresses 
a very specific need. But it is also an example 
of the growing importance of the learning and 
development agenda to us all.

So what better way to finish my welcome message 
this time than by noting that, in January, INVOLVE 
held a workshop with people from across the 
National Institute for Health Research (NIHR) to 
begin the work of addressing people’s public 
involvement learning and development needs 
whatever their role and experience. More on this in 
Coordinating Centre news.

No one should ever feel stranded in our community.
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Support for learning and development 
On 15 January 2013, we led a workshop about 
support for learning and development across 
the National Institute for Health Research 
(NIHR). Russell Hamilton, Director of Research 
and Development at the Department of Health 
co-chaired the workshop, which was attended 
by key NIHR directors and managers, patient 
and public involvement (PPI) leads, members 
of the public and senior Department of Health 
personnel. A report of the workshop is available 
on our website www.invo.org.uk

At the workshop, we agreed to set up a time-
limited, cross-NIHR working group with the 
purpose of agreeing a plan for an NIHR-wide 
approach to learning and development for 
public involvement in research. Simon Denegri, 
INVOLVE Chair, will chair this working group and 
further updates on progress will be available in 
the Spring. 

Two new INVOLVE information cards
We have two recent additions to our series of 
information cards: the first is about our new 
training and support resource while the second 
highlights our Putting it into practice library. 
Perfect for putting in delegate packs, displaying 
on information tables or on noticeboards, you can 
order copies of these or other cards in the series 
(about INVOLVE, our Briefing notes and our 
Evidence library) by contacting  
admin@invo.org.uk

Research Design Service Involvement  
Forum review
The Research Design Service (RDS) Involvement 
Forum is a shared learning group set up by 
INVOLVE in 2008 for staff with a public involvement 
role in the 10 Research Design Services.

This recent review looked at whether the Forum is 
achieving its purpose and whether members are 
satisfied with the way the Forum is run. The review 
findings suggest that the Forum serves useful 
functions for individual members, the regional 
RDS and the RDS nationally. Forum members 
and INVOLVE developed options for the group to 
be re-organised in order to effectively meet the 
dual aims of shared learning and collaboration on 
specific objectives for the RDS.

There will now be an Involvement Forum meeting, 
facilitated by INVOLVE, and a separate patient and 
public involvement (PPI) Strategy Group facilitated 
by the RDS Directors. Read the full review report 
at: http://tinyurl.com/cr9acd8

Plain English summaries for NIHR research 
funding applications
At INVOLVE we have just completed a piece of 
work to develop draft guidance for researchers 
writing plain English summaries as part of NIHR 
research funding applications, as well as guidance 
for assessing the quality of the summaries.

To assist us in undertaking this work we 
established an advisory group and commissioned 
TwoCan Associates to undertake a review of 
current practice as well as a small consultation 
of stakeholders. The consultation included a 
workshop at our Conference, as well as one to one 
and group interviews. The draft summary report 
and the report of the review and consultation are 
currently with the Department of Health.

We plan to make the final reports available on 
our website in the near future, alongside further 
resources for writing plain English summaries.

INVOLVE operational plan and update  
on activity
Our operational plan, setting out our work 
programme for 2012-13, is available at  
www.invo.org.uk/about-involve/who-are-involve/
operational-plan/. To complement this, we will 
also be publishing regular updates of our most 
recent activities online. You’ll find the first update 
covering the period September 2012 to January 
2013 at www.invo.org.uk/about-involve/current-
work/

Twitter update
Since opening our Twitter account at the 
beginning of August 2012, we’ve gained over 315 
followers and posted more than 425 tweets, with 
activity peaking around our biennial Conference 
in November. Between the end of October and 
the end of January we were retweeted 178 times, 
were mentioned 690 times and retweeted 185 
posts by other users.

Join our growing band of followers sharing the 
latest news and information on public involvement 
in research @NIHRINVOLVE

www.invo.org.uk
www.invo.org.uk/about-involve/current-work/
www.invo.org.uk/about-involve/who-are-involve/operational-plan/
https://twitter.com/NIHRINVOLVE
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Interesting articles  
and publications

User controlled research scoping review
Peter Beresford and Suzy Croft 
National Institute for Health Research (NIHR) 
School for Social Care Research, 2012

The focus of this scoping review is user controlled 
research in social care. The review looks at the 
characteristics, strengths and limitations of such 
research, explores its theory and uses examples 
to illuminate its policy and practice. 
http://sscr.nihr.ac.uk/scopingreviews.php

Patient and public involvement to support 
liver disease research
D Hull, D Barton, K Guo, C Russell,  
B Aucott and D Wiles
British Journal of Nursing, September 2012, 
volume 21, number 16, pages 972-6 

This article reports on the development of the 
Patient and Public Involvement (PPI) panel at the 
National Institute for Health Research Birmingham 
Liver Biomedical Research Unit. The authors 
conclude that the panel has helped to:

n promote research locally and nationally 

n improve recruitment to and participation in trials

n promote public engagement and education 
activities

n improve the quality and relevance of consent 
forms and information sheets for participants.

www.ncbi.nlm.nih.gov/pubmed/23123652

‘The missing links’: Understanding how 
context and mechanism influence the 
impact of public involvement in research
Kristina Staley, Sarah Buckland, Helen Hayes  
and Maryrose Tarpey 
Health Expectations, October 2012, advance 
e-publication

The authors reflect on the findings of recent 
literature reviews, where most reports of public 
involvement that discuss impact are based on 
observational evaluations. The authors found that 
whilst the majority of reports of impact describe 
the context, how the involvement was carried out 
and the impact, they rarely make the explicit links 
between these factors. The authors conclude that 

a more intentional and explicit exploration of the 
links between context, mechanism and outcome, 
applying the principles of realistic evaluation to 
public involvement in research, could help to 
explain when and how a particular approach to 
involvement works well. 
http://tinyurl.com/b2awf4h

Credibility and the ‘professionalised’ lay 
expert: Reflections on the dilemmas and 
opportunities of public involvement in  
health research
J Thompson, P Bissell, C Cooper,  
C Armitage and R Barber 
Health, November 2012, volume 16,  
number 6, pages 602-18 

This article explores the experience and expertise 
that members of the public bring to research. It 
is based on the findings from a set of interviews 
with patients and carers involved in research 
within the National Cancer Research Network. 
The interviewees highlighted specific forms of 
expertise in their accounts about involvement, 
above and beyond experiential expertise, which 
they felt legitimated their claims to be credible 
participants within cancer research settings. 
Some interviewees also seemed to have become 
professionalised in patient and public involvement. 
The authors reflect on the implications for 
involvement. 
www.ncbi.nlm.nih.gov/pubmed/22535649

Hearing the voices of service user 
researchers in collaborative qualitative data 
analysis: the case for multiple coding 
A Sweeney, K Greenwood, S Williams,  
T Wykes and D Rose 
Health Expectations, September 2012, advance 
e-publication 

This study used multiple coding (where each 
individual in a research team codes qualitative 
data) to analyse the data from a research 
project exploring cognitive behavioural therapy 
for psychosis. The data was analysed from the 
perspective of a service user researcher, a clinical 
researcher and a psychology assistant.

The report describes how the team then 
discussed and debated the areas, where 
they agreed on the analysis and where their 
interpretations differed. The authors conclude that 
this approach is a valuable means of hearing 
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Supporting PPI in 
paediatric research

By Louca-Mai Brady and Sophie Newbound

Paediatric and other researchers planning to 
involve children and young people in clinical 
research face particular ethical, legal and other 
challenges. As well as being located within the 
wider traditions of patient and public involvement 
(PPI) in research, the involvement of children 
and young people needs to be placed within the 
context of children’s participation and rights, and 
in particular Article 12 of the UN Convention on 
the Rights of the Child (every child and young 
person has the right to express his or her views 
freely in all matters affecting them).

An increasing amount of paediatric research is 
taking place, and there is also a growing interest 
from new paediatric trainees and PhD students 
who are keen to get to grips with PPI early on. 
The National Institute for Health Research (NIHR) 
Biomedical Research Centre at Guy’s and St 
Thomas’ NHS Foundation Trust and King’s 
College London has been delivering PPI training 
for staff and service users since 2009. But many 
paediatric research staff had specific questions 
which were not addressed by these broader 
workshops including:

n the ethical and legal issues around involving 
children and young people in research

n the specific challenges of involving children and 
young people in research (for example access, 
age, consent, power relationships, making 
complex research accessible and interesting to 
different age groups, and so on).

The NIHR Guy’s and St Thomas’ Biomedical 
Research Centre therefore decided that specific 
training was needed on PPI with children, young 
people and families. Following an initial workshop 
in August 2011, Louca-Mai Brady, a member 
of INVOLVE, was commissioned to deliver two 
further workshops in September 2012. Those 
attending included professors, lecturers, clinicians 
and research nurses working in areas including 
neurology, physiotherapy, intensive care, cancer, 
dermatology and primary care. The first workshop, 
attended by 21 people, was aimed at research 
staff with little or no previous experience of PPI 
and provided an overview of PPI and children’s 
participation, discussions on the benefits and 
challenges of involving children, young people 
and families, and an introduction to involvement at 
different stages of the research process.

The second workshop, attended by 13 people, 
was aimed at staff who had some experience of 
PPI or who had completed the first workshop, 
and focused on supporting participants to 
consider how best to implement PPI in their own 
research studies and areas of work. Members 
of the Medicines for Children Research Network 
London Young People’s Advisory Group (MCRN 
YPAG) attended the second workshop and 
facilitated a session on their experience of being 
involved in research. 

Next steps
Participants said that the workshops had helped 
them to have a better understanding of why and 
how children, young people and families can be 
involved in research: “Both workshops…have 
helped me understand why, who to involve, when 
and how to involve young people in research.”

Participants were keen to implement the learning 
and said that they would:

n consider how to involve children, young people 
and families in their research from the outset 
and in as many stages as possible

n talk about PPI and share learning with 
colleagues

n think about how to convince others about the 
benefits of PPI in paediatric research

n seek opportunities for cross-disciplinary 
working and learning

Continued>>

service users’ voices in qualitative data analysis. 
www.ncbi.nlm.nih.gov/pubmed/22958162

If you have written or know of any articles 
or publications relevant to public 
involvement in research that might be of 
interest to readers, please contact Helen 
Hayes at the Coordinating Centre with 
details: hhayes@invo.org.uk

www.invo.org.uk
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The PEOPPLE project

By Karen Burnell, Julie Udell and Debra Ridley 
on behalf of the PEOPPLE project team

The PEOPPLE project stands for Putting 
Evidence for Older People into Practice in Living 
Environments, and the project team worked with 
older people in the city of Portsmouth to identify 
and address their unmet needs. 

From the start the project team, based at the 
University of Portsmouth, knew that for the 
research to be meaningful, it had to be relevant 
to older people in Portsmouth. The team 
worked with members of the public from the 
very start and networked with organisations in 
the city to build up community relationships. 
These organisations acted as ‘gatekeepers’, 
meaning that the research team communicated 
through them to invite members to get involved. 
Two members of Engage, the University of 
Portsmouth’s user engagement panel, were co-
opted onto both the project team and steering 
group. The steering group was also made up of 
older people who were active in the community.

The PEOPPLE project method was made up 
of four phases and was developed through 
meetings with our stakeholders (see Figure 1). 
Our stakeholders controlled the direction of the 
research and were involved in every phase.

Phase 1: Identifying unmet needs  
and research themes
In community workshops our stakeholders 
identified key issues around ageing, which were 
explored further in focus groups and interviews (66 
members of the public were involved at this stage). 
Our two Engage members helped to analyse the 
information, and this gave us a set of five themes 
around ‘times of change’. 

Phase 2: Identifying priority research questions
Thirty stakeholders were involved in community 
workshops to generate research questions, 18 of 
whom had been involved in phase 1. In total, 107 
questions were created. The project team and 
two stakeholders from the workshops later met 
to prioritise the questions and decided that seven 
could be taken forward.

n consider how to evaluate any PPI they were 
doing, or planning to do, both in relation to 
improving practice and contributing to the 
wider evidence base

n seek further information and support from  
their institutions, INVOLVE, and the Research 
Design Service.

In line with recent discussions at the INVOLVE 
conference and elsewhere, participants thought 
it would be a good idea to develop a database 
of case studies of PPI in paediatric research, and 
the authors are in the process of following this 
up. Given the increasing amount of paediatric 
research and the specific ethical, legal and other 
issues around children and young people’s 
involvement, participants also thought it would be 
helpful to have specific and up-to-date guidance.

Are you involving children and young people 
in clinical research? Would you be willing to 
share information on what you’re doing? If 
so we would love to hear from you:  
loucamai.brady@gmail.com

With thanks to Shane Tibby, Liz Reus, Lorraine 
Hodgson and Laura Brannon at Guy’s and St 
Thomas’ NHS Foundation Trust; Ruth Nightingale 
and the MCRN Young People’s Advisory Group 
and all the workshop participants.

Acknowledgement: This work was supported 
by the National Institute for Health Research 
(NIHR) Biomedical Research Centre at Guy’s and 
St Thomas’ NHS Foundation Trust and King’s 
College London. The views expressed are those 
of the authors and not necessarily those of the 
NHS, the NIHR or the Department of Health.

Contact: Louca-Mai Brady 
Email: loucamai.brady@gmail.com

Involving young people



www.invo.org.uk 7

Phase 3: Evidence synthesis  
and project planning
The project team looked at the existing evidence 
for each of the seven questions and found that 
three could be developed into projects. We held 
a consultation workshop with our stakeholders to 
discuss the potential projects. The two Engage 
members of the project team facilitated group 
discussions during the day. Twenty people were 
involved; 18 from previous phases.

Phase 4: Research projects 
The project team developed two projects in 
collaboration with Portsmouth City Council. The 
first was the development of a website holding 
community information. The second was to set up 
a social group in an area of Portsmouth that was in 
need. Both projects were based on ‘best practice’ 
from the existing evidence and also had important 
elements from the consultation workshops. 

In total, 96 stakeholders were involved over the 
three years of the project, and gave 656 hours of 
their time. They provided invaluable insight and 
made the research and the projects relevant. 
Keeping the same people involved along the way 
was essential because our stakeholders knew 
about the project and were able to contribute 
meaningfully. They also felt a vested interest in the 

research. The project team worked hard to keep 
in contact and by the end of the project some of 
our stakeholders had been involved for longer than 
some of the project team. 

It was not all straightforward. The team made 
good links with organisations representing minority 
groups in Portsmouth, such as the Bangladeshi, 
Cantonese, African and Caribbean, and Deaf 
communities, who were involved in the focus 
group stage. Every attempt was made to keep 
them involved, but very few joined later phases. 
Interpreters were present, but perhaps language 
and cultural barriers remained and stakeholders 
from these communities did not have the additional 
benefits such as friendship, networking and 
information sharing.

At the end of the project we held a Celebration 
Conference to feed back the project outcomes and 
thank our stakeholders for their involvement. The 
atmosphere was positive and warm and reflected 
the relationships between the project team and 
stakeholders. 

www.port.ac.uk/peopple

Contact: Karen Burnell, Lecturer in Health 
Sciences Research, University of Portsmouth 
Email: Karen.Burnell@port.ac.uk 
Tel: 023 9284 4407

Figure 1: Four phases of the PEOPPLE project

www.invo.org.uk
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INVOLVE 2012 
Conference

Facts and figures
Our 8th biennial INVOLVE conference was 
held at the East Midlands Conference Centre, 
Nottingham on 13 and 14 November 2012.  
This was our largest conference yet with:

n 490 delegates over 2 days

n 85 papers, workshops and other sessions 

n 79 posters

n 6 parallel sessions.

Thank you to all of the presenters, poster 
exhibitors, delegates and conference organisers 
for making INVOLVE 2012 such a success.

Conference web pages
Resources from the Conference, including 
photographs, PowerPoint presentations, and 
abstracts of presentations are now available in 
the conference area of our website: www.invo.
org.uk/resource-centre/conference/

Keynote speech
Sir Iain Chalmers from the James Lind Initiative 
gave an inspiring and thought-provoking keynote 
speech on the role of public involvement in 
avoiding waste in research. Sir Iain focused on 
two main sources of waste:

n researchers addressing questions which are 
of low priority to clinicians and patients, not 
looking at outcomes that patients and carers 
consider important, and not involving clinicians 
and patients in setting research agendas

n the large number of studies that are never 
published in full and the under-reporting of 
studies with disappointing results.

Sir Iain Chalmers

A poster presentation

www.invo.org.uk/resource-centre/conference/
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Throughout his presentation, Sir Iain reflected on 
the work of the James Lind Initiative in helping to 
address these issues over the past decade by:

n identifying and publishing uncertainties about 
the effects of treatments 

n taking these uncertainties and working out with 
clinicians, patients and carers what the priority 
uncertainties were and the ones that most 
needed further research

n producing resources to help equip members 
of the public with the wherewithal to be 
confidently critical of scientific medical research 
misconduct.

You’ll find Sir Iain’s PowerPoint presentation 
together with an audio recording of the speech 
and accompanying transcription at: www.invo.
org.uk/resource-centre/conference/involve2012/

Reflections on INVOLVE 2012 
Members of the Peninsula Cerebra Research 
Unit for Childhood Disability Research (PenCRU) 
reflect on their experiences of participating in the 
Conference:

Camilla McHugh, Family Involvement 
Coordinator writes: In the true spirit of INVOLVE, 
PenCRU invited four members of the Family 
Faculty to the event, giving them an opportunity 
to meet peers, engage in workshops, and share 
their experiences of contributing to research.

Julia enjoyed the busy schedule: “This event had 
a huge variety of workshops that were relevant 
and interesting to me. I knew how important 
patient and public involvement (PPI) was, but this 
conference gave me the opportunity to affirm this 
belief by meeting other people like me.”

Jonathan, a relatively new member, agreed:  
“We didn’t all attend the same workshops so 
we shared learning during the breaks. It seemed 
pretty obvious that PPI is slowly becoming a gold 
standard in modern research.” 

Antonia, who co-presented with the team, said: 
“Going to the Conference really brought home 
to me the practicalities of how the public and 
patients are being encouraged to get involved in 
NHS, public health and social care research. The 
conference provided me with a good introduction 
to the range of involvement opportunities for 
the public. My main interest is in how to involve 
people with learning difficulties and limited 
communication abilities so I made a particular 
point of going to Anita Franklin’s presentation 
on Successes and challenges in undertaking 
participatory research with disabled young people 
and Elizabeth Jones’ presentation, Our journey 
together: Working with people with learning 
disabilities in health service research.”

Bel reflected: “I really appreciated the opportunity 
to attend the conference. There were so many 
workshops it was difficult to choose which ones 
to attend. I particularly enjoyed the workshops 
that were co-presented with people who 
were involved in the projects as well as the 
researchers. I learnt a lot during the two days.”

www.pencru.org

Email: pencru@pcmd.ac.uk 
Tel: 0139 272 2968

Conference delegates

INVOLVE stand

www.invo.org.uk
www.invo.org.uk/resource-centre/conference/involve2012/
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Putting research on 
everyone’s agenda

By members of the National Institute for 
Health Research (NIHR) Diabetes Research 
Network Patient and Public Involvement 
(PPI) Working Group1

Engaging people in clinical research is high on 
the National Institute for Health Research (NIHR) 
Clinical Research Network’s agenda and has 
been since its formation in 2005. In the NIHR 
Diabetes Research Network (DRN), raising 
public awareness of diabetes research is a key 
activity within our patient and public involvement 
programme. 

The public has a right to participate in research 
and, thankfully, traditional barriers that have 
previously prevented people accessing research 
information are coming down. Initiatives like the 
UK Clinical Trials Gateway (www.ukctg.nihr.ac.uk/
default.aspx), the NIHR-hosted website that will 
soon be the best way to search for information 
about clinical trials in the UK, are leading the way 
in making this information available. 

Within the DRN, we coordinate a variety of 
community events and initiatives, aimed at 
making research more accessible and highlighting 
opportunities for people affected by diabetes to 
become actively involved. One example of the 
involvement on offer is to work with the local 
DRN lay reference panels, through which people 
affected by diabetes offer their perspectives to the 
design and delivery of studies that we support. 

In 2012 we published examples of our 
engagement activities in a report ‘Improving Public 
Awareness of Clinical Research’ (www.ukdrn.
org/ppi/articles.aspx). In this, we examined each 
activity and reflected on what worked well, and the 
benefits and difficulties that we faced in delivering 
these initiatives.

DRN public engagement
Our regional centres organise a variety of events, 
including Open Days that allow people to come 
and meet the team, and hear some of what is 
happening in their area. Regional Introductory 
Days have a more structured format that includes 
presentations on how research works, as well as 
ways of becoming actively involved.

We also coordinate Information Stands at a 
range of healthcare and community events, often 
marking awareness days, such as:

n International Clinical Trials Day (20 May)

n Diabetes Week (second week in June) 

n World Diabetes Day (14 November). 

Other activities aim to raise awareness among 
minority ethnic communities. We have been 
fortunate to be invited to religious festivals and 
cultural celebrations to discuss how research 
benefits individuals and communities. 

Another innovative method was the use of small 
DRN cards, which were added to all prescription 
bags containing diabetes medications. To pilot 
this initiative, we worked with the local DRN lay 
panel to design the cards, and collaborated with 
cooperating pharmacies in one London borough 
to disseminate them. 

A local DRN centre also worked closely with its 
host NHS Trust to produce a mural in the reception 
that highlighted the benefits and successes of 
diabetes research in the area.

DRN engagement workshop  
at INVOLVE 2012 Conference
The ‘Improving Public Awareness of Clinical 
Research’ report also supported the delivery of 
an engagement workshop at the 2012 INVOLVE 
Conference in Nottingham. This included 
presentations about local DRN activities and 
talks from Natalie Ellis and Peter Donnelly, patient 
advocates who work with two of the local DRN lay 
reference panels. 

Delegates were encouraged to share their 
experiences of engaging the public, and a  
number of initiatives and examples of good 
practice were raised:

n the Stem Ambassador Programme (http://
tinyurl.com/ajd3oe8) at the NIHR Birmingham 
Liver Research Unit reaching young people and 
their parents to address the misconception that 
liver disease is self-inflicted

n research nurses hosting local ‘Living with 
Diabetes’ days

n overcoming the difficulties in reaching some 
minority ethnic communities by meeting with 
them, rather than posting leaflets or literature 

n making available audio versions of research 
information for those with visual impairment
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n working with religious leaders or respected 
members of communities who have influence 
over some minority ethnic populations

n working with health educators in prisons to 
reach this seldom-heard community

n developing ‘common threads’ among seldom-
heard communities to avoid the dilution of 
activities aimed at single communities 

n using 90-second clips on YouTube with 
researchers talking about their study

n using ‘new media’ reaches a wider audience 
than is often anticipated.

Other issues discussed included why people in 
certain age groups do not engage with healthcare 
professionals, and the difficulties in reaching 
people in some rural communities.

Improvement ahead
Clinical research needs to increase its visibility 
and improve the way that it engages members 
of the public. The NIHR is looking at methods of 
developing better information in more accessible 
formats. But there is still much to do. Members 
of the public still find it difficult to access clear 
information about studies in which they might like 
to participate, and struggle to find opportunities 

to become actively engaged in topics that are of 
interest to them.

For any research organisation to successfully 
engage the public, it is vital to have resources, 
a flexible approach, and enthusiastic staff with 
the will to include the public in all its activities, 
creating a partnership that satisfies everyone 
involved.
1NIHR Diabetes Research Network PPI Working 
Group: Diane Campbell, Jeanette Dixon, 
Michelle Izzard, Louise Jones, Ana Juett, Martin 
Lodemore, Alison Monk, Danielle Neal, Claire 
Studd, Fran Westwell and Anne Worthington.

Contact: Martin Lodemore, Patient and Public 
Liaison Officer, NIHR Diabetes Research 
Network, Imperial College London 
Email: m.lodemore@imperial.ac.uk 
Tel: 020 7594 1796

Diabetes Research Network event
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Involving women with 
gestational diabetes

By Clare Aspinall, Jan Hopkins  
and Sarah O’Brien 

Gestational Diabetes Mellitus (GDM) (diabetes 
which occurs in pregnancy) increases health 
risks in pregnancy, the risk of developing GDM 
again and type 2 diabetes in later life. Women 
with GDM are highly managed in pregnancy, but 
the opportunity to support them once their baby 
is delivered, and reduce the risk of diabetes, is 
often overlooked. We conducted a qualitative 
study, with service users as co-researchers, 
to ask a group of women how they wished to 
self-manage their future risk of GDM and type 2 
diabetes and how they wanted to be supported 
if at all. We also asked whether an intervention 
post pregnancy to advise and educate on risks of 
diabetes, weight and exercise was a good idea.

The project team included two service user 
researchers, a university researcher and a nurse 
consultant in diabetes based at a hospital 
trust. The service users were members of the 
diabetes service user support group, which the 
nurse consultant had helped to set up several 
years earlier at her trust. She made an informal 
approach to the group and asked them to 
nominate suitable co-researchers. To aid their 
decision, we provided them with clear information 
about the nature and extent of any commitment, 
the mentoring and training to be offered and the 
available financial recompense as per INVOLVE 
guidance. The only real stipulation was that 
candidates must have had a personal experience 
of diabetes during pregnancy. Two researchers 
were identified. 

Part of our role was to mentor the service 
users and provide them with written and verbal 
guidance on good practice when preparing 
for and conducting qualitative research and to 
lightly steer the focus group and ensure, for 

Clare Aspinall and son
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example, that participants’ clinical questions 
were answered satisfactorily. However, this 
was a collaborative journey. To avoid tokenistic 
gestures, co-researcher involvement was 
embedded from design to dissemination. We 
met face-to-face and communicated via email. 
Together we:

n identified the themes/questions to be included 
in the focus group

n designed project materials 

n conducted several focus groups

n interpreted focus group data

n disseminated findings at the INVOLVE 
conference.

User involvement at the design phase was 
crucial since service users have invaluable 
insight, knowledge and experience of health 
services, which complements and challenges the 
researchers/health professionals’ perspective. For 
example, the personal experience of the service 
users suggested an opening theme around 
women’s experience at diagnosis, which the 
academic researchers had not considered. We 
reached a consensus and decided to lead with 
this theme.

The user led focus groups set a warmer tone 
since the service user researcher was able to 
identify, empathise and respond in a meaningful 
way to the participants whose experience 
mirrored her own:

“Being involved helped me to not feel so alone 
with my experience. It was almost a comfort to 
know other women felt the same feelings such 
as: stigma (is it because I am overweight?), 
lonely (not knowing any other woman with the 
condition), scared about the impact on you but 
most importantly your baby …overwhelmed 
with information and medical jargon.” 

Through their involvement in the diabetes users’ 
support group, the user researchers advocated 
on behalf of the wider patient group. In this study, 
they voiced the need for better outcomes for 
women with gestational diabetes:

“I felt a bit sad that women still felt these 
feelings even though my story is seven years 
old. I wish more was done to support these 
women and their families with a more long 
term focus. Some women had experienced 
GDM more than once.”

Involvement in the study had other personal 
rewards for the co-researchers as they felt a 
sense of achievement:

“I was very nervous leading the focus groups. 
It’s not as easy as the professionals make it 
look! So I feel I have added a new string to  
my bow.”

Involving service users brings many benefits. It 
challenges professional researchers and ensures 
that we focus on user priorities for research 
and identify outcomes which seek to improve 
patient care and experience. Our relationship 
with the user researchers was very harmonious 
and we learnt from them, but it does require the 
‘professionals’ to accept that their way is not 
the only way of doing things. There were times 
when we wanted to intervene in the focus group, 
for example, and it would have been easier at 
points to ask our co-researchers to just rubber 
stamp our decisions, but then we would have 
diminished the benefits of a collaborative project. 

We hope to secure funding to undertake a larger 
study to test the outcomes of an educational 
intervention for women with gestational diabetes 
and we will certainly invite service users to be co-
researchers in this body of work.

We wish to acknowledge that the study was 
funded by a small Patient and Public Involvement 
(PPI) grant from the National Institute for Health 
Research (NIHR) Research Design Service North 
West (RDS NW).

About the authors: Clare Aspinall is a service 
user researcher, Jan Hopkins is a research 
associate at the Centre for Public Health, 
Liverpool John Moores University and Sarah 
O’Brien is a nurse consultant at St Helens and 
Knowsley NHS Hospital Trust.

Contact: Jan Hopkins 
Email: j.hopkins@ljmu.ac.uk 
Tel: 0151 231 4061
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Mentoring service  
user researchers

By Alison Faulkner, Julie Billsborough, Sarah 
Hamilton, Alice Hicks, John Larsen, Peter 
Mailey, Ruth Sayers and Roger Smith

This article describes our experience of the role  
of a service user research mentor supporting  
less experienced service user researchers who 
were taking part in research in collaboration  
with a professional research team at Rethink 
Mental Illness.

Rethink Mental Illness has involved people who 
use mental health services in different ways on 
several research projects. For a 2008 study 
a team of service user researchers planned 
questions and prepared for interviews with 
guidance from an experienced service user 
researcher, Alison Faulkner. After the project, 
the service user researchers reflected that 
opportunities to get additional guidance and 
support from Alison at later stages in the project 
would have been valuable, and could have 
helped some participate more confidently.1

The research mentor role
In recognition of this recommendation Alison took 
on the role of mentor in two subsequent research 
projects. Her role was to provide independent 
support to the service user researchers. This was 
intended as a resource for them to call upon if they 
felt unable to take their concerns or queries direct 
to the researchers at Rethink Mental Illness, or if 
they wanted to explore any issues in confidence.

The research mentor’s perspective
Alison was pleased to be asked to do this and 
already had good relationships with the team as 
they had worked together before.

Over the life of the project, Alison was called upon 
to provide different things for different people. 
The team varied in their skills and experience of 
research. A couple of the researchers were more 
than competent but lacked confidence in their 
research skills; they called Alison to talk through 
their worries and to get reassurance when they 
felt a bit ‘wobbly’. One researcher struggled with 
the written aspects of the work at the analysis 
stage. Others went through significant periods of 
difficulty in their personal lives and called to talk 

this through. Alison thinks that the independence 
of her role helped with this, as people did not 
necessarily want to take these problems into the 
‘workplace’.

In addition, there were issues that arose in 
relation to the project itself. For example, 
there were long periods of inactivity early on 
when researchers felt frustrated by the lack of 
communication. Then, when interviews began 
to be arranged, it was sometimes at short notice 
and often unpredictable. Towards the end of 
the project the work increased and deadlines 
became more pressing. This led to one or two 
people needing to talk through strategies for 
managing this.

Alison enjoyed the sense of warmth in her 
relationships with all of the team members and 
felt that people used her appropriately. If anything 
she felt they could have called upon her more 
often, which led her to wonder if she should have 
been more proactive in making contact. At times 
she felt frustrated by her lack of involvement in 
the research project and found the role a little 
difficult to manage in relation to her other work as 
it was unpredictable.

Views of the service user researchers
The researchers valued the opportunity to have 
someone to talk to outside of the research team. 
They found it very useful to have a mentor who had 
her own lived experience of mental health problems, 
as well as having expertise in research. One person 
described this as a form of peer support, with 
Alison being able to understand the dilemmas that 
may arise from these roles and experiences. Having 
someone with good listening skills, who was also 
independent of the research team at Rethink Mental 
Illness, was especially valuable.

“You have been of enormous help to me. 
There were a couple of days when I had no 
idea how I would have got to the end of the 
day without having you to talk with… [the 
support was] far greater/better than I could 
have imagined.”

“I was feeling really pressurised and that I 
would have to give up the project, but talking 
it over with Alison enabled me to see there 
was a way to bring the things that were 
causing me problems out and discuss them.
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Having her support helped me find a way 
forward, instead of running away. That’s helped 
me feel more confident in other situations too.”

“I can say things without censoring myself – I 
don’t have to worry about what I’m saying.” 

A couple of the researchers wished that Alison had 
been more involved in the project, particularly at 
the analysis stage. 

Perspectives of the Rethink Mental Illness 
research team
The mentor role was intended to be external to 
the actual research, and to be there as a resource 
to support and empower the service users in their 
role as researchers. So, for example, when Alison 
became involved in supporting analysis, it was with 
the aim of assisting the researchers to articulate 
their own insights and understandings. 

The research team reflected that the need for this 
role may have been partly related to the working 
arrangements for the service user researchers. 
They were employed as ‘bank workers’ and paid 
an hourly rate. Although staff in the project team 
provided support and had regular conversations 
and debriefings with service user researchers, 
there were no formal supervision structures in 
place. The research team felt that regular individual 
supervision could perhaps have covered some of 
the support provided by Alison’s role.

One of the research projects was conducted 
under tight time and budget pressures. In 
managing the project, the lead researcher needed 
to constantly balance the needs of the project with 
the needs of the service user researchers. As a 
result, when these needs were in tension, it was 
difficult for the research manager to provide the 
support needed. The team felt that Alison’s fresh 
and independent perspective was hugely helpful in 
these circumstances. It meant that the service user 
researchers had someone who was there just for 
them, without responsibilities to the wider project 
delivery, which released pressure on the lead 
researcher of having to be all things to all people.

Conclusions
In these projects, the mentor role provided benefits 
for the service user researchers, the whole team 
and the project outcomes. It enabled service user 
researchers to have stronger voices in the research 
team, allowing all to work together more effectively. 
This was supportive of the collaborative approach 
of the research studies.

It is hoped that other research teams working 
with service user researchers may find inspiration 
in this model and consider working with an 
independent mentor. 

Contact: Alison Faulkner  
Email: alison.faulkner2@btinternet.com
1See page 31 in Bowyer et al. (2010)  
Recovery insights: Learning from lived 
experience, London: Rethink. Download from: 
www.rethink.org/recoveryinsights

All Trials Registered, All 
Results Reported 

All Trials Registered, All Results Reported is an 
initiative of Sense About Science, Bad Science, 
BMJ Group, James Lind Initiative, the Centre 
for Evidence-based Medicine and others from 
research, patient groups and medicine.

The All Trials website highlights the benefits of 
registering and reporting all clinical trials, whatever 
their outcomes, and expresses concern about 
lack of progress in this area. The website includes 
a public petition calling on responsible bodies to 
implement measures to ensure that all trials, past 
and present, and for all treatments, are registered; 
and that the full methods and results are reported. 
www.alltrials.net

Deadline for contributions for our next 
newsletter: 22 March 2013

The next issue of our newsletter, which 
will be published at the end of April 2013, 
will have an international theme. If you are 
involved in or are aware of any international 
initiatives concerning public involvement in 
health, public health or social care research 
please let us know.

If you have any questions on contributing to 
the newsletter, please contact Paula Davis 
Tel: 023 8065 1088 
Email: pdavis@invo.org.uk

www.invo.org.uk
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Friendly disclaimer: The views expressed 
in this newsletter and in any enclosures are 
those of the authors and not necessarily 
those of INVOLVE or the National Institute for 
Health Research. Articles are selected for the 
sole purpose of stimulating ideas and debate 
on public involvement in research.

Wessex House, Upper Market Street,
Eastleigh, Hampshire SO50 9FD
Telephone: 02380 651088
Textphone: 02380 626239
E-mail: admin@invo.org.uk
Website: www.invo.org.uk 
Twitter: @NIHRINVOLVE

INVOLVE is a national advisory body funded 
by the National Institute for Health Research 
to support public involvement in NHS, 
public health and social care research and 
development. If you would like to receive a 
copy of the newsletter 
or find out more about 
INVOLVE please do 
contact us.

This is a regular column which can be used to advertise events, initiatives and publications about 
public involvement in research and development. If you would like to put an item on our noticeboard 
please contact the Coordinating Centre.

noticeboard

Clinical Trials Toolkit
The National Institute for Health Research (NIHR) 
has launched a new online Clinical Trials (CT) Toolkit.

The Toolkit provides practical advice to 
researchers in designing and conducting publicly 
funded clinical trials in the UK. Through the use 
of an interactive, colour-coded routemap (based 
on the design of a tube map), the site provides 
information on best practice and outlines the 
current legal and practical requirements for 
conducting clinical trials. 
www.ct-toolkit.ac.uk/home

Professional Development Award: User 
Involvement in Teaching and Research
UNTRAP (University User Teaching and Research 
Action Partnership) at Warwick Medical School, 
University of Warwick is running an accredited 
training course for service-users, carers, and 
professionals. The course covers various aspects 
of user involvement, including teaching, research 
and committee work in health and social work. 
It consists of six modules running on six 
Saturdays over 12 months and the next 
course starts in Autumn 2013. On completion 
participants receive a Level 3 or Level 4 
‘User Involvement in Teaching and Research 
Professional Development Award’ through the 
Centre for Lifelong Learning at the University 
of Warwick. For more information, email 
untrap@warwick.ac.uk or phone 
024 7652 3164. www.warwick.ac.uk/go/untrap

NIHR 2013 Media Competition
Are you a current National Institute for Health 
Research (NIHR) health researcher interested in 
communicating your research? If so, the NIHR 
2013 Media Competition invites you to make 
a short video to engage, inform and enthuse 
audiences about your research. The videos will 
be assessed on research content, quality of the 
film and engagement. The competition winner 
will receive a £250 book token and the top three 
videos will be posted on the Official NIHR TV 
YouTube channel. For further information on 
eligibility criteria and how to enter visit www.invo.
org.uk/posttypenews/nihr-media-competition/

Closing date: 22 March 2013

mailto:admin@invo.org.uk
www.invo.org.uk
www.invo.org.uk/posttypenews/nihr-media-competition/
https://twitter.com/NIHRINVOLVE



